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FISCAL NOTE
L.R. No.: 0711-01
Bill No.: HB 279
Subject: Children and Minors; Medical Procedures and Personnel; Insurance - Medical
Type Corrected#
Date: March 7, 2001

#T 0 correct costs from the Department of Transportation.

FISCAL SUMMARY

ESTIMATED NET EFFECT ON STATE FUNDS

FUND AFFECTED FY 2002 FY 2003 FY 2004
All funds (Unknown) (Unknown) (Unknown)
General Revenue ($1,549,544) (%$1,811,372) ($370,551)
Missouri Public
Health Services $0 $0 $0
Highway# $0 to ($38,000) $0 to ($38,000) $0 to ($38,000)
Total Estimated
Net Effect on All ($1,549,544 TO ($1,811,372TO ($370,551 TO
State Funds*# $1,587,544) $1,849,372) $408,551)
*Does not include potential increased state contributions for state health plans.
ESTIMATED NET EFFECT ON FEDERAL FUNDS
FUND AFFECTED FY 2002 FY 2003 FY 2004
None
Total Estimated
Net Effect on All
Federal Funds $0 $0 $0
ESTIMATED NET EFFECT ON LOCAL FUNDS
FUND AFFECTED FY 2002 FY 2003 FY 2004
L ocal Government (UNKNOWN) (UNKNOWN) (UNKNOWN)

Numbers within parentheses: (') indicate costs or |0sses.
Thisfiscal note contains 10 pages
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FISCAL ANALYSIS

ASSUMPTION

Officials from the Department of I nsurance and the Department of Conservation assume this
proposal would not fiscally impact their agendes.

Missouri Consolidated Health Care Plan (HCP) officias state since the cost of hewborn
screenings are covered under HCP health plans this proposal would have an impact on HCP.
HCP states they have researched the tests listed and determined their usual and customary
charges. HCP staes the cost range from $16 to $176 for each screening listed. HCP states this
cost represents the initial cost and the qualitative cost that would result if the results were
positive. Positive results would require the providers to run even more tests. HCP states the
health plans wouldtry to recoup their costs by increasing premiums. HCP states the cost
associated with this proposal, however, istoo difficult to determine.

#Officials from the Department of Transportation (DHT) state the corrected impact isa
decrease fromthe previous fiscal impact. DHT staes the difference isthat DHT have been told
by the Department of Health (DOH) what the fee would befor performing the newborn
screenings. In the previous response DHT did not have the information from DOH and so DHT
based the impact on the usual and customary rates for a provider to do the various additional
screenings. DHT assumes that health care third party payers would be responsible for the cost of
the newborn screenings listed in this proposal, there would be afiscal impact to the Highway and
Patrol Medical Plan. DOH provided afee of $38 for the expanded newborn screenings. Since
the current the fee is $13, the increased fee amount is $25 per screening. TheMedica Plan has
had an average of 1,520 new births each year over the past three years. Assuming that DOH is
going to charge $38 for all the screenings listed in the proposal and the Medicd Plan would be
responsible for the cost of those screenings, there would be afiscd impact of approximaely
$38,000 per year (1,520 births x $25 fee increase). DHT's percentage of total participantsis 75%
for acost of $28,500 and the Patrol's percentage of total participantsis 25% for a cost of $9,500.
Historically, the department and the plan members have shared in any premium increases
necessary because of increasesin bendits. The costs may be shared in the long run (meaning
shared between three categories. absorbed by the plan, state appropriated funds and/or costs to
individuals covered under the plan). However, the department (commission) must make a
decision on what partion they will provide. Until thecommission makes a decision, we can only
provide the cost to the medical plan.

Office of Secretary of State (SOS) officials state this proposal would require the Department of
Health to promulgate rules to implement new ambulance regulations. SOS states that based on
experience with other divisions, the rules, regulations and forms issued by the Department of
Health could require as many as 24 pages in the Code of State Regulations. For any givenrule,
roughly hdf again as many pages are published in the Missouri Register in the Code because cost
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ASSUMPTION (continued)

statements, fiscal notes and the like are not repeated in Code. These costs are estimated. The
estimated cost of a page in the Missouri Register is $23.00. The estimated cost of a page in the
Code of State Regulationsis $27.00. The actual cost could be more or less than the numbers
given. Theimpact of this proposal in future years is unknown and depends upon the frequency
and length of rulesfiled, amended, rescinded or withdrawn.

Over sight assumes the SOS could absorb the costs of printing and distributing regul ations
related to this proposal. If multiple bills pass which require the printing and distribution of
regulations at substantial costs, the SOS could reques funding through the appropriation process.
Any decisions to raise fees todefray costs would likely be made in subsequent fiscal years.

Officials from the Department of Social Services - Division of Medical Services (DM S) do not
anticipate afiscal impact as aresult of this proposal. DMS assumes that physicians would be
checking for these potentially treatable or manageable disordersin the EPSDT sareenings. DMS
states the new screening requirements could be incorporat ed with the current newborn screeni ngs
required in Section 191.131.

Department of Health (DOH) officials assume the following:
State Public Health Lab

DOH states this proposal would add at least 17 new genetic conditions to the existing four
conditions that the DOH's State Public Health Lab (SPHL) presently screensdl newbornsfor. It
would add a series of genetic diseases which are detected through the use of a new laboratory
technology called Tandem Mass Spectrometry (TMS). Recent advancesin Tandem Mass
Spectrometry allow simultaneousdetection of 20-30 genetic disorders. Most states, & least
initially, use TM S to screen for 14 disorders that have been found to be more prevalent in the
population and for which medical treatment is possible. DOH assumes, if this proposal would
pass, Missouri woulduse TMSto initially screen for the 14 disorders the other states are dso
testing for.

In addition to the disorders that can be detected with TMSS, this proposal instructs DOH to screen
for three other genetic conditions. These three are cystic fibrosis, biotinidase deficiency and
glucose-6-phosphate degydrogenase deficiency (G-6-PD). Laboratory techniques to screen
newborns for these three conditions exist and a few states are testing for them. In determining
costs, TM S and the separate costs to perform the three other conditions were examined.

DOH officias state the SPHL uses three phases to implement new newborn screening tests. The

first phase would be to acquire new instrumentation, hiring and training staff, and learning how
to perform the laboratory testing. T he second phase would be what i stermed a*“ pilot phase”. In
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ASSUMPTION (continued)

this phase a selected group of newborns would be tested. Thiswould be a statistically significant
percentage of the population to verify testing performance, establish DOH follow-up and case
management procedures and determine baseline frequency/incidence of thegenetic disorders.
The final phase would be to provide statewide testing for the approximate 75,000 Missouri births
per year. DOH states that phase one and two typically each last one year.

DOH officias state the SPHL funds newborn screening through a fee system. Birthing facilities
are required to pay the actual laboratory costs of testing all births that occur in their facilities.
This fee would not imposed until the SPHL is conducting statewide testing (phase 3). DOH
assumes, for this fiscal note, that general revenue would be needed to cover the expenses for
phase one and phase two, that could not be latter recovered through the fee system. After year
two, all expenses would be covered by the fee system and all revenue placed within the Missouri
Public Health Services Fund.

First Year Expenses

Personnel —in order to carry out the additional testing involves adding 17 new testing parameters
on 100,000 samples per year (75,000 initial birth samples and 25, 000 follow-up samples)
additional staffing would be required. Listed below are the classifications, number required, and
brief job descriptions:

Computer Info Technology Specialist (1) — integrate testing data into existing data system for
reporting and case management.

Senior Public Health Laboratory Scientist (2) — Method development, instrument calibration and
performance, establish quality assurance, determine test interpretation standards.

Public Health Laboratory Scientist (7) — Instrument calibraion, test performance, quality control,
test resul t interpretation and reporting.

Medical Laboratory Technician Il (3) — Specimen processing, test performance, and laboratory
support functions.

Clerk Typist |1 (3) —Spedmen data entry, specimen result reporting, and data management

Equipment and Expense — Costs for the first year would consist of 1st year equipment leasing,
computer and data handling equipment, facility modification, standard employee equipment
costs, and a small amount of testing reagents (chemicals used to conduct the testing). Also
would included one time laboratory support equipment which would be purchased and not
leased.
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ASSUMPTION (continued)

One-time laboratory related equipment (centrifuges, refrigerators, specimen preparation

machines) $ 85,000
One-time data handling equipment $ 45,000
One-time facility modification $ 25,000
Standard employee equipment cost $212,063
Equipment leasing cost (9 months) $230,000
L aboratory reagents $ 30,000

Second Y ear SPHL Expenses
Personnel — 2nd year would be the same as 1st year with the addition of inflation fadors.
Equipment and Expense — 2nd year costs would consist of standard employee equipment cost

that are not one-time expenditures, laboratory equipment leasing, and |aboratory reagent cost to
conduct pilot testing (approximately 50,000 samples).

Standard employee equipment cost $199,120
Equipment leasing cost $306,600
L aboratory reagents $210,000

Third Y ear SPHL Expenses

Note: 3rd year expenses and beyond would nat be General Revenue, but would be pad for with
user fees. These would be deposited with the Missouri Public Health Services Fund.

Personnel — 3rd year would be the same as the 2nd year with the addition of inflation fectors.

Standard DOH indirect rate is assessed on all non-General Revenue funds in accordance with
agreement with the federal government @ 37.5% of salaries and fringe.

Equipment and Expense — 3rd year costs would consist of standard employee equipment cost that
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are not one-time expenditures, laboratory equipment leasing, and laboratory reagent cost to
provide for state-wide testing (100,000 samples).

Standard employee equipment cost $205,094
Equipment |easing cost $306.600
L aboratory reagents $420,000

Fee revenue is projected in year threeas atotal of $38 per test. The current rateis $13 to cover
the four conditions the laboratory currently testsfor. Through the rule-making process, action
would be taken to increase this amount. For the purposes of this fiscal note, the estimated
increase in feeto test for these additional conditions is $20 per test.

Maternal Child and Family Health (MCFH)

The Division of Maternal Child and Family Health (MCFH) would needto hire a Health
Program Representative I11. This position would have the following job responsibilities: track
and follow-up on those newborns who have an abnormal (borderline and presumptive positive)
newborn screen results; ensure that either the infant has returned for arepea newborn screen or
has had a confirmatory test done; ensure those infants found to be positive are enteed into a
system of health care; research each of the 20 -30 conditions; develop informational material
(pamphlets, fact sheets) on the 20 -30 conditions to distribute to parents, health care providers,
local public health departments and the general public; provide educational programs to health
care providers, birthing hospitals and local health departments about the expansion in the
newborn screening program, and respond to questions from parentsand health care professionals
have about the condition or newborn screen results. In addition, the HPR 11l would refer
abnormals to a treatment center for confirmatory testing, develop invitation for bids and monitor
contracts that are awarded to four treatment centers, monitor state and federal legdlation, collect
baseline data on the incidence of the 20 -30 conditions screened for in Missouri, participate in
research to determine the incidence of the 20 -30 conditions in the those state who screen using
TMS on the incidence of those conditions which are screened. Because not only the incidence of
the condition or how many infants would have the trait is unknown it is anticipated that there
would be 30 trait carriers per 1 positive condition. Thisis based upon galactosemiain which the
incidence is /50,000 resulting in 1 positive per year but 40 presumptive positives requiring
follow-up, resulting in approximately 30 trait carriers per year.

Congenital Adrenal Hyperplasia 1/10,000 7 positives per year
Cystic Fibrosis  1/2,500 30 positives per year
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Biotinidase deficiency 1/90,000 1 positive per 2 years
Maple Syrup Urine Disease 1/200,000 but /750 Mennonite Population 1 positive per year
Proprionic Acidemia 1/100,000 1 positive per 2 years
Glutaric AcidemiaTylel Unknown

Glucose 6-phosphate degydrogenase deficiency (G-6-PD) Unknown

Fatty Acid Oxidation Disorders (7 disorders)

Medium Chain Acyl-CoA Dehydrogenase Deficiency 1/10,000 7 positives per year
Long Chain 3-Hydroxyacyl CoA Dehydrogenase 1/50,000 1 positive per year
Very Long chain Acyl-CoA Dehydrogenase Deficiency Unknown

Short Chain Acyl-CoA Dehydrogenase Deficiency Unknown
Carinitine Pamitoyltranserase D eficiency Type Il Unknown

Glutaric AcidemiaTypell Unknown

2,4 Dienoyl-CoA Reductase Deficiency Unknown

Organic Aciduria Disorders (7 Disorders)

Glutaryl CoA Dehyrogenase Deficiency Type | 1/30,000 2 positives per year
Propionyl CoA Carboxylase Deficiency 1/50,000 1positive per year
Methylmalonic Acidemia 1/50,000 1 positive per year
Isovaleryl CoA Dehydrogenase Deficiency 1/50,000 1 positive per year
3-Methylcrontonyl CoA Carboxylase Deficiency Unknown
Mitochondrial Acetoacetyl CoA Thiolase Deficiency Unknown
3-Hydroxy-3-Methyglutary-CoA Lyase Deficiency Unknown

DOH states a they would contract with four treatment centers at $50,000 per center. Total
General Revenue needed would be$200,000. The centers would providethe following services:
metabolic/genetic consultation to the DOH - State Public Health Laboratory and the Newborn
Screening Program, birthing hospitals, local hedth departments and providers of health care to
infants and children and parents onall abnormal newborn screen resuts; genetic counseling to
those families whose infant is either positive (approximately 50) or has the trait for the condition
(this number is unknown but extrapolating from the number of infants who have the trait for
galactosemia, 1 positive per year and 30 trait carriers); and interpret results of confirmatory
diagnosis.

DOH would also contract with an agency at $75,000 to evaluatethe Newborn Screening

Program. Evaluation would include evaluating the program processes, procedures, and
appropriateness of tracking and follow-up procedures, program goals, objectives and outcomes.
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FISCAL IMPACT - State Government

ALL FUNDS

Cost - All Funds
Increased state contributions

ESTIMATED NET EFFECT ON ALL

FUNDS

GENERAL REVENUE FUND

Costs - Department of Health
Personal services (17 FTE)
Fringe benefits
Expense and equipment

Total Costs - Department of Health

Transfer Out - Department of Hedth
Transfer to Missouri Public Health
Services Fund

ESTIMATED NET EFFECT ON
GENERAL REVENUE FUND

MISSOURI PUBLIC HEALTH
SERVICESFUND

Income - Department of Health
Testing fees

Transfer In - Department of Health
Transfer from General Revenue Fund

Costs - Department of Health
Personal services (16 FTE)
Fringe benefits
Expense and equipment

Total Costs - Department of Health
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FY 2002 FY 2003 FY 2004

(10 Mo.)
(Unknown) (Unknown) (Unknown)
(UNKNOWN) (UNKNOWN) (UNKNOWN)
($487,131) ($599,171) ($42,050)
($162,361) ($199,704) ($14,015)
($900,052) ($1,012,497) ($305,561)
($1.549544)  ($1.811,372) ($361.626)
$0 $0 925
($1,549,544) ($1,811,372) ($370,551)
$0 $0 $2,000,000
$0 $0 $8,925
$0 $0 ($572,100)
$0 $0 ($190,681)
$0 $0 ($1,246,144)
$0 $0  ($2.008,925)
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FISCAL IMPACT - State Government FY 2002 FY 2003 FY 2004
(10 Mo.)
ESTIMATED NET EFFECT ON
MISSOURI PUBLIC HEALTH
SERVICES FUND $0 $0 $0
HIGHWAY FUND
Cost - Department of Transportation
Increased contributions $0 to ($28,500) $0to ($28,500) $0 to ($28,500)
Cost - Department of Publi c Safety -
Missouri State Highway Patrol
Increased contributions $01t0 ($9,500) $0to($9,500) $0 to ($9,500)
ESTIMATED NET EFFECT ON
HIGHWAY FUNDS* $0TO $0TO $0TO
8,000 8,000 8,000
*Could exceed $100,000 annually.
FISCAL IMPACT - Local Government FY 2002 FY 2003 FY 2004
(10 Mo.)
LOCAL POLITICAL SUBDIVISIONS
Costs - Local Political Subdivisions
Increased contributions (Unknown) (Unknown) (Unknown)
ESTIMATED NET EFFECT ON
LOCAL POLITICAL SUBDIVISIONS (UNKNOWN) (UNKNOWN) (UNKNOWN)

FISCAL IMPACT - Small Business

Small businesses would expect to be fiscally impacted to the extent that they could have an
increase in hedth insurance premiums as a result of the requirements of this proposal.
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DESCRIPTION

This proposal would authorize the Department of Health to expand the newborn screening
requirements of Section 191.331, RSMo, by including screening for various potentially treatable
disorders, including cystic fibrosis, galactosemia, congenital adrenal hyperplasia, and other
disorders. The expansion of the newborn screening requirements is subject to appropriations and
would be required to be completed by January 1, 2002. The department would be required to
promulgate rules to implement the provisions of the bill.

Thislegidation is not federally mandated, would not duplicate any other program and would not
require additional capital improvements or rental space.

SOURCES OF INFORMATION
Department of Insurance
Missouri Consolidated Health Care Plan
Department of Transportation
Department of Health
Department of Social Services
Department of Conservation
Department of Pubic Safety

Missouri State Highway Patrol
Office of Secretary of State
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Director
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